Background: Family caregivers are the backbone of the healthcare system. Over time, caregiving takes a tremendous toll on the caregiver. This is particularly true for caregivers who (1) provide >21 h of care/week, and/or (2) support those experiencing depression, cognitive decline, aggressive behaviours, and life-limiting conditions requiring complex care. Many caregivers face deteriorating physical and mental health, social isolation, family conflict, and job loss. Caregivers often have little energy or time to access resources and their experiences with the healthcare system, healthcare professionals and service agencies can either buoy them through challenging times, or contribute further to their distress.
Background
Canada's population is aging and the role of family caregivers is becoming increasingly important in providing necessary support. It is anticipated that the proportion of individuals aged 65 and over will increase from 15 % up to 28 % by 2063 and those 80 and over will grow from 1.4 million up to 4.9 million by 2044, when they will account 2012), provide informal unpaid care (World Health Organization 2012) . In Canada, the costs of unpaid caregiving have recently been estimated at $25 billion (Hollander et al. 2009) . A 2012 survey (Sinha 2012) found that, of the 8.1 million Canadian carers (28 % of population), 44 % were between the ages of 45 and 64 years, 10 % provided more than 30 h of support a week, 60 % continued to work while providing care, and 25 % were simultaneously caregiving and child rearing. Furthermore, approximately 50 % of family caregivers cared for seniors with health conditions (Turner and Findlay 2012) and close to half a million supported a person with dementia (often a parent or in law) (Eales et al. 2015) . The overwhelming majority of caregivers (89 %) offered support for a minimum of one year, with 50 % doing so for at least four years (Sinha 2012) . The care provided by family members includes a variety of activities. Most frequently, they provided transportation (73 %; e.g. running errands, shopping, attending medical appointments, participating in social events), performed tasks in the care partner's home (52 %; e.g., preparing meals, cleaning, laundry), and assisted with house maintenance or outdoor work (45 %). Support for personal care and medical treatments varied, with caregivers offering weekly (66 and 63 %, respectively) or daily (both 34 %) support. Additionally, over 88 % of caregivers provided emotional support, including spending time and talking with the care partner, and 96 % visited or called to ensure that the care partner was okay (Sinha 2012) .
Supporting family caregivers has become a national public health priority given their essential role in the healthcare system (Hollander et al. 2009 ). The Health Council of Canada's (Kitts 2012 ) "seniors in need, caregivers in distress" report identified the need to support caregivers and recognize their indispensable contribution in the sustainability of the health care system. Caregivers require support to foster resilience (adapt well in the face of adversity) and ensure that they can continue to provide care while maintaining their own wellbeing. While the majority of caregivers report being in good, very good, or excellent physical and mental health, caring can take a toll on caregivers and leave them increasingly overburdened (Butler-Jones 2010; Eales et al. 2015; Kitts 2012; Sinha 2012) . Caregivers are at an increased risk of significant physical, emotional, and financial burden if: (1) they provide more than 21 h per week of care; (2) care for persons with depression, cognitive decline, behavioural change; or (3) care for persons with terminal conditions (Butler-Jones 2010; Kitts 2012; Sinha 2012; Hollander et al. 2009 ; Canadian Institutes of Health 2009). The resultant stress can lead to deterioration of their health, social isolation, loss of income, and family conflict (Kitts 2012; Stajduhar et al. 2010; Dumont et al. 2009 ). The strain on family caregivers is anticipated to intensify as a result of the aging population (Eales et al. 2015; Smetanin et al. 2010; Dudgeon 2010) .
Inclusion of evidence-informed supports for family caregivers should be an important part of any regional, provincial, national, or international strategy (Parmar et al. 2014) . There is, however, a gap between what is known of the caregiver experience and what is most likely to offer support. A better understanding of the experience of caregivers and ways to foster their resilience is needed. This project aimed to hear the voices of family caregivers-their challenges, struggles, joys, and motivation for persevering through hardship, as well as their recommendations regarding education, resources, and supports that might enhance their resilience. To that end, and as part of a pre-conference activity to a CIHR planning conference "Supporting Family Caregivers of Seniors" held in Edmonton in April 2014, three 2-h focus groups were held with family caregivers residing in the Edmonton area. The anticipated outcomes of the focus groups included acquiring a greater understanding of the caregiver experience, identifying what is needed to improve service provision and caregiver support, and research priorities. The outcomes of the focus group discussions were largely centred on the experience of caregivers of seniors with complex needs. The purpose of this paper is to: (1) describe the experiences, challenges, facilitators, and rewards identified by family caregivers of persons with complex needs, and (2) outline recommendations regarding education, resources, and support to increase caregiver resilience that could inform research priorities.
Methods
This community engagement research project utilized an ethnographic, qualitative approach involving focus groups and thematic analysis.
Participants
Participants were invited to attend one of three focus groups at the invitation of the Alzheimer SocietyAlberta and Northwest Territories and the Alberta Caregivers Association. Flyer/poster solicitation and invitations were utilized to recruit participants who were known to the organizations. Overall, 23 family caregivers of persons with complex needs residing in the Edmonton area participated in one of three focus groups each comprised of 7-8 caregivers.
The family caregivers indicated that they supported between 1 and 4 individuals with complex needs (hereafter, 'care partners'): 1 care partner (n = 16), 2 care partners (n = 5), and 4 care partners (n = 2). Years of caregiving ranged from 1 to 12 years, with an average of 5.2 years per care partner. Female focus group participants (n = 15) provided a total of 138.5 years of caregiving to husbands (n = 7), fathers (n = 4), mothers (n = 8), fathers-in-law (n = 3), and mothers-in-law (n = 3)-an average of 5.54 years per care partner. Male participants (n = 8) provided a total of 38.5 years of caregiving to wives (n = 4), mothers (n = 3), and fathers (n = 2)-an average of 4.28 years per care partner. The majority of focus group participants provided support to individuals over age 65, with primary diagnoses of dementia (n = 25), cancer (n = 3), Parkinson's disease (n = 2), unspecified (n = 2), stroke (n = 1), and brain injury (n = 1).
Focus groups
Three 2-h focus groups were held with family caregivers on April 2nd and 3rd, 2014 at the Alzheimer Society and on April 4th, 2014 at the Alberta Caregivers Association in Edmonton. The focus groups were co-facilitated by 2 or 3 research team members with a minimum of 7 years experience working with seniors with complex needs and their caregivers. Focus group questions (see Table 1 ) captured various aspects of their experience, supports, and recommendations.
Focus group discussions were audio-recorded, professionally transcribed, and entered into NVivo 9 for coding and analysis by members of the research team (SBP, MJ, VT, JP). Standardized coding techniques, using an adapted version of Roper and Shapira's (Roper and Shapira 2000) approach, were utilized to identify patterns and emergent themes (Roper and Shapira 2000) . Notes collected during the focus groups tracked themes as they emerged throughout the discussion. Notes from the second day of focus groups did not yield new themes, thus resulting in data saturation. To ensure the integrity of the research process, four aspects of trustworthiness, detailed in Lincoln and Guba's model (Lincoln and Guba 1985) were addressed throughout the analysis processes: (1) promoting credibility, (2) promoting transferability, (3) ensuring dependability, and (4) confirmability (through triangulation with stakeholders). Authors met to discuss, validate, and come to consensus around themes and five focus group participants validated the findings. The study received ethics approval from the University of Alberta Health Research Ethics Board-Health Panel.
Findings
Themes that emerged from the data analysis included barriers, facilitators, and recommendations in support of caregivers. These findings are presented below.
Caregiver experience: barriers to resilience
Many caregivers experience significant stress due to shifting roles and responsibilities, demands on their time and resources, financial instability, changing family and social dynamics, deterioration of health, emotional strain, and challenges working with the healthcare system. An elaboration of these themes with supporting quotes can be found in Table 2 .
Caregiver experience: strategies and resources that facilitate resilience Study participants identified many factors that support them as they provide care to their care partners. These included: personal attributes (motivations for caregiving, sense of purpose and validation, spirituality, emotional experiences, and coping strategies), relationship with the care partner, relational supports, and system supports. An elaboration of these themes with supporting quotes can be found in Table 3 .
Caregiver experience: recommendations and priority research areas
The focus group participants made recommendations as to ways to better support them in their caregiving, including: supports and services, caregiver education, Health Care Professional (HCP) education, more and better access to resources, system navigators, a more responsive caregiver centered system, financial supports, and political advocacy. An elaboration of these themes with supporting quotes can be found in Table 4 .
Discussion
The purpose of this paper was to describe family caregiver perspectives regarding barriers to and facilitators of their resilience, as well as offer recommendations on how the health care system can better support them. Caregivers identified several barriers to resilience, including increasing demands on their time and resources, changing roles and responsibilities within the family, challenges to learning about their care partner's medical condition(s), their 1.2 Shifting roles and responsibilities Caregivers often assume a more "parental" role, as they help with daily activities, such as dressing, feeding, and maintaining the person's hygiene. "I do absolutely everything at home, I mean you name it I do it" Some care partners lack insight into their limitations (e.g. managing finances), adding a tension-filled burden.
As caregivers provide support, including responsibility for managing medical concerns of care partner, the caregiver's familiarity makes them a rich resource for monitoring treatment and identifying areas of concern. 
Assumption of decision-making responsibilities
Decline in the care partner's cognitive capacity can result in caregivers taking on responsibility for financial and legal decision-making. Caregivers who are not legal guardians may be unable to effectively advocate for the person. challenges" Navigating the system was reportedly akin to traveling through "a maze, " with information usually given in piecemeal format detached from the caregiver's context. "You find out this little bit of information and you have to take that and … go to somewhere else to find out the next part that you need and it was just an ongoing circle" Caregivers reported having difficulty accessing resources, often finding valuable resources through internet searches or word of mouth. "I learnt from a friend about the Alzheimer Society and when I sort of look back at dealing with the doctors, the professionals, it didn't really come up" Caregivers reported finding they are "fighting and begging for help. " Some caregivers prefer suffering in silence to enduring the frustration of asking for help, or being seen as the "enemy" as they advocate for better services and care. "They make you go through so many hoops" and "I have to steel myself for a battle just to ask for anything" People who suffer an acute onset, rapid decline or delirium may find themselves losing resources that they had worked hard to arrange (e.g. long-term placement), or unable to access much needed resources that may aid their recovery (e.g. therapy, programs own emotional responses to providing care, financial strains, changing family and social dynamics, and personal health. Caregivers also identified several facilitators to resilience, including their motivations for providing care, a renewed sense of purpose and validation, spirituality, positive emotional experiences, and coping strategies. Overall, caregivers recommended that educational opportunities, including increased education for health care providers concerning delirium and dementia, increased access to resources, system navigators, financial supports, political advocacy, and a more responsive caregiver centered system would support family caregiving. Canadian statistics speak to the staggering amount of informal health services caregivers provide (Sinha 2012). Healthcare and community-based programs offer resources regarding education, yet system resources tend to focus on medical management of illnesses, and community resources on provision of supplementary services. The libraries and seminars organized by the health care system and community services disseminate valuable, user friendly information on the illness, its managements and coping strategies help patients and caregivers gain a better awareness and acceptance of the symptoms.
"I got a call from central booking; they won't talk to me because I do not have power of attorney. I find that a big deal because I can't do anything, I am stuck, I am so stuck" and "I'm just really frustrated and I find -I'm trying to think of the word, like I feel so stuck because I know there is stuff out there that I should be able to access, but because the way he is, I can't do it, I don't have the power of attorney"

"It was nice to hear some of the language of caregiving and what it means to people and how important it is to look after yourself and keep yourself on track"
The sessions can offer caregivers with a safe space to express fears, loneliness, and frustrations. The ability to finally verbalize the emotional, physical and cognitive toll of caregiving can release tension and facilitate the healing process. "The support groups have been the biggest help because you don't feel alone and you feel like people actually care"
Medical supports
Medical supports are irreplaceable regarding concerns from the person in care or caregiver. For many, a visit to a physician often marks the beginning of the caregiving journey. Physicians and allied healthcare professions can help by establishing a diagnosis, managing chronic conditions and advocating on behalf of the client and caregiver. Respite services, such as home care and day programs, give caregivers time to recharge, spend time with their family, and maintain employment. As the client's condition deteriorates, however, caregivers may struggle to maintain the patient's safety and quality of life. In these cases, long-term placements in facilities serve as last resort solutions that provide immense relief to caregivers 4.4 Distress Lines Distress lines available 24 h a day are helpful in supporting and providing referrals to those who are acutely overwhelmed with the responsibilities of caregiving 4.5 Non-profit associations Not for profit associations were noted by caregivers for: Reinforcing and supplementing healthcare services and offering personalized solutions, resource referrals and emotional support. They can offer more in depth discussion of the illness, the implications and the care options available, and tend to spend more time with patients, offering more personalized solutions. "I realized that the things that my wife was doing was not unusual. That I learned that other people were experiencing the same thing" Connecting caregivers with community and system resources offering invaluable support groups, which provide a safe space for caregivers to talk about their experiences with others who share similar experiences. During these meetings caregivers have the opportunity to verbalize their struggles, hopes and fears. "It is nice to know that when you are in these groups you are dealing with like-minded people who have the same problems" In addition, members of the group can offer emotional support, solutions and coping strategies. "I found the support groups just absolutely wonderful" and "I feel supported just by being able to have this community with other people and being able to share" The use of more accessible language to convey the pathophysiology, rationale for management changes, prognosis and impact on the patient's life is advisable. Caregivers, due to their concern for the patient's wellbeing and safety, are keen to be informed of details regarding and updates to medical management in a timely manner
More responsive senior and caregiver centered system is desired At times, the decision-making process in the healthcare system feels overly policy-driven and unresponsive to the needs of the person. While caregivers understand the need for objectivity in the healthcare system, more personalized care is desired. Caregivers would also like to see their input have greater impact on patient care
More resources are needed Caregivers would like more effective and timely communications from HCPs regarding available resources at the time of diagnosis. Resources from the system and community are especially important at the start of the caregiving journey -when caregivers are uncertain of the prognosis, the implications of the illness, and its impact. (Domaradzki 2015; Park and Park 2015; Chan 2010) . In order to sustain caregiver support, programs and services are needed to explicitly address the needs of family caregivers and provide them with necessary supports to foster resilience and honour their contribution to care recipients and the system. To foster resilience, caregivers require access to a wide range of community services and resources, including education, training in emergency care specific to the care partner, and respite supports. Importantly, caregivers express a need to better understand the minutia and implications of their care partner's diagnosis to better prepare for the future. Medical supports can provide the caregiver with information regarding the diagnosis, how to manage the evolving nature of the chronic condition, and advocate on behalf of the caregiver and care partner. In addition, respite services can offer the caregiver opportunities to engage in important family moments with their spouses and children. This can help alleviate guilt associated with missing important events, allow the caregiver to recharge, and enable them to attend to employment needs.
Caregivers noted that resilience is also fostered when emotional supports are provided, resulting in decreased distress, improved coping, and increased caregiver quality of life. Additional emotional support can also come from the care partner. Resilience was enhanced when caregivers had an opportunity to cherish moments shared with their care partner, with one caregiver stating, "[I]f I can get her to smile, my day is made. " Friends and family are also important sources of instrumental support. They can alleviate burden by taking on responsibilities of caregiving, including the management of finances, housework tasks, and transportation, for the benefit of the care partner and primary caregiver.
Caregivers related a number of recommendations that could foster a supportive environment during their caregiving journey. Caregivers noted that advocacy skills and knowledge of medical jargon could enhance their ability to effectively interact with healthcare professionals. One caregiver identified the need for, "assertive communication so that I could better deal with my husband and better advocate for him with healthcare professionals. " In addition to personal education, caregivers would like more training for healthcare professionals on delirium and early dementia recognition and intervention. This training could lead to earlier diagnosis of patients and more timely access to system and community resources in disease progression. Due to the difficulty navigating the healthcare system, caregivers desired access to a system navigator and professional advocates to help them access resources and advocate on the behalf of the caregiver and care partner. Greater awareness of the caregiver experience is foundational to determining interventions to address caregiver needs.
Limitations
This study reflects the results of a small sample of family caregivers of seniors with complex needs residing in one geographic area. Relatedly, participants self-selected to engage in the focus groups and provided information regarding their experiences as a caregiver. As a result, the discussion may be impacted and the findings may not be generalized across all family caregivers. 
Conclusion
Strategies to better identify caregivers and their needs would be invaluable to policy and decision makers, clinicians, and researchers. Inclusion of both family caregivers and the care partner in care planning can positively affect the resilience of family caregivers. As caregiver resilience is influenced by the care partner's disease process, family and social dynamics, physical, social, emotional, spiritual and financial needs, life experiences, and resources and services available in the system, it is important to address these so that family caregivers can continue to provide much needed support to care partners beyond what the system can offer. A better understanding of the experience of family caregivers can inform the design of public policies, programs, and interventions for care of individuals with complex needs. This research study enhances our understanding of the experience and needs of family caregivers and provides evidence of the great need for research in this area.
